Objective: Systemic lupus erythematosus (lupus) disproportionately affects women, racial/ ethnic minorities and low-income populations. We held focus groups for women from medically underserved communities to discuss interventions to improve care. Methods: From our Lupus Registry, we invited 282 women, !18 years, residing in urban, medically underserved areas. Hospital-based clinics and support groups also recruited participants. Women were randomly assigned to three focus groups. Seventy-five-minute sessions were recorded, transcribed and coded thematically using interpretative phenomenologic analysis and single counting methods. We categorized interventions by benefits, limitations, target populations and implementation questions. Results: Twenty-nine women with lupus participated in three focus groups, (n ¼ 9, 9, 11). 80% were African American and 83% were from medically underserved zip codes. Themes included the desire for lupus education, isolation at the time of diagnosis, emotional and physical barriers to care, and the need for assistance navigating the healthcare system. Twenty of 29 participants (69%) favored a peer support intervention; 17 (59%) also supported a lupus health passport. Newly diagnosed women were optimal intervention targets. Improvements in quality of life and mental health were proposed outcome measures. Conclusion: Women with lupus from medically underserved areas have unique needs best addressed with an intervention designed through collaboration between community members and researchers. Lupus (2013) 22, 52-62.
Introduction
Systemic lupus erythematosus (lupus) disproportionately affects women and vulnerable populations. 1, 2 The prevalence, morbidity, and mortality associated with lupus are highest among racial and ethnic minorities, the poor, and those lacking medical insurance and education. [2] [3] [4] [5] [6] [7] In particular, the highest lupus morbidity and mortality rates in the US are among African American women. 8, 9 Lack of access to healthcare, especially in medically underserved communities, may be responsible for many of the observed disparities. 10, 11 notebook containing a personalized treatment plan, preventive health tips and health information, 27 and a partner support program have been piloted at academic lupus centers. 24 Through a health educational forum and focus groups, we aimed to build a relationship with women with lupus living in medically underserved urban neighborhoods. Medically underserved areas are federally designated based on the number of primary care physicians, infant mortality rate, percentage of the population with incomes below the poverty level, and percentage of the population over age 65. 28 We hypothesized that women from these communities would be uniquely positioned to describe the barriers faced and to partner with academicians to develop an intervention to reduce disparities in lupus care.
Participants and methods
To recruit participants, we used the Brigham and Women's Hospital Lupus Registry, with information on over 1800 patients with lupus, validated according to the American College of Rheumatology Criteria for the Classification of Systemic Lupus Erythematosus. 29, 30 Inclusion criteria included age !18 years, female sex, physicianconfirmed lupus diagnosis, and residence in an urban, medically underserved zip code. We excluded men because of the higher prevalence of lupus among women, our prior relationship with two female lupus support groups that we hoped to build upon, and our attempt to minimize differences between focus group participants to facilitate an open discussion of potentially sensitive topics. In addition, we hypothesized that certain barriers to healthcare specifically pertained to women, such as childcare responsibilities. Due to limited resources, non-English speaking individuals were also excluded. Approval for this study, and all materials used, was obtained from the Partners Healthcare Human Research Committee.
We mailed flyers to 282 women from 11 medically underserved zip codes in urban Boston, Massachusetts. The neighborhoods of Roxbury, Dorchester, and Mattapan were targeted because of their high poverty rates and majority African American and Hispanic populations. Physicians at Brigham and Women's Hospital's Lupus Center, Arthritis Center and Nephrology Clinic also recruited patients based on our criteria. In addition, leaders of two lupus support groups of primarily African American women based in these neighborhoods invited their members.
Participants attended an educational talk on new lupus therapies, a topic chosen based on keyinformant interviews with support group leaders. They were then invited to join a 75-minute focus group with a 15-minute wrap-up session. Focus groups were held at the Dimock Health Center, in Roxbury, Massachusetts. The Human Research Committee waived the need for written informed consent. We provided an information sheet explaining our study, and potential risks and benefits (Appendix 1) and obtained verbal consent prior to the focus groups. Participants received $30 gift cards.
We randomly assigned participants to three groups, each led by a trained moderator with prior focus group experience (MZ (Group 1), KHC (Group 2), CHF (Group 3)). Moderators followed a detailed guide with scenarios that outlined potential interventions to improve lupus care (Appendix 2). The four interventions discussed were: a patient navigator (an individual who would help guide lupus patients through the healthcare system), a peer supporter, a Lupus Health Passport (developed by the Canadian Network for Improved Outcomes in SLE, CaNIOS), 27 and the placement of rheumatologists at local community health centers. Following the focus groups, we joined the three groups and briefly reviewed the interventions discussed.
The focus group sessions were tape-recorded and transcribed verbatim (CHF, MZ, KHC). To preserve anonymity, we identified participants by the order of their first comment and by their focus group (Group 1, 2 or 3). We coded and examined the transcripts based on interpretative phenomenological analysis, allowing common themes to emerge from the transcripts. This method is used to analyze focus groups to better understand how participants perceive their own health and their health services, without preconceived hypotheses. [31] [32] [33] The analysis relies on a descriptive (''phenomenological'') component, stemming from the patterns seen, and then on an explanation (''interpretation'') of the dialogue, and the meaning derived from this. 31 Each transcript was read and annotated based on significant statements and associations (CHF, KHC). Overarching themes emerged across scenarios and focus groups. Single counting was also used to quantify statements related to each theme, and components of each intervention. [34] [35] [36] In addition, we categorized each intervention by perceived benefits, limitations, ideal target populations, and implementation questions.
Transcripts were coded separately by two of the authors (CHF, KHC) and themes, counts, and analyses were reconciled and confirmed.
Results
Twenty-nine women participated in focus groups: nine (Group 1), nine (Group 2), and 11 (Group 3); 80% self-identified as African American, 10% as Hispanic, and 10% as White. Twenty-four participants (83%) were from urban, medically underserved zip codes and four (14%) were from neighborhoods in close proximity to medically underserved zip codes. The mean age was 51 years (AE18, range 25-81). All of the women had been diagnosed with lupus; the mean age at diagnosis was 35 (AE15).
Using interpretative phenomenological analysis, four themes repeatedly emerged: the desire for lupus education, isolation at the time of diagnosis, emotional and physical barriers to care, and the need for assistance navigating the healthcare system. In addition, the focus groups specifically discussed each intervention's potential benefits and limitations, the ideal target populations, and questions regarding future implementation ( Table 1) .
Overarching themes
The need for improved lupus education was a central theme reiterated by multiple participants during the different intervention discussions. Overall, 11 of the 29 participants (11/29) stated that information, such as a packet of resources, was lacking, especially at the time of diagnosis. In addition, 5/29 emphasized the need for better educational materials to inform family and friends about clinical manifestations of lupus. Isolation, particularly at diagnosis, but also throughout the disease course, was a second key theme (6/29). Isolation was inextricably linked to the third theme, that of emotional and physical barriers that limited access to care (9/29). Depression heightened isolation and prevented women from reaching out to family members or physicians when medical attention was needed (3/29). Physical pain (4/29) and fatigue (2/29) further increased perceived distance from family members who did not understand lupus, and from physicians, who frequently did not offer treatments. The complex healthcare system and the need for navigation assistance was a fourth repeated theme. Specifically, 7/29 vocalized the challenge of coordinating their healthcare and 3/29 described a health professional who could advocate on their behalf, answer questions, attend appointments, and direct them to resources. There was agreement (16/29) that a trained individual in this role could mitigate the stress of both the illness and the healthcare system.
These themes recurred throughout the specific intervention discussions. The barriers faced by participants were closely linked to their views on the proposed interventions, as outlined below.
Intervention 1: Patient navigator
The themes of the need for improved education (5/29) and difficulty navigating the healthcare system (7/29) were integral to the patient navigator discussion. Five of the 29 participants vocalized their disappointment with information at the time of diagnosis; 3/29 pointed to the limited time and accessibility of physicians. In response, 9/29 agreed that a navigator would be able to fill this gap by providing education; 4/29 suggested a role as a personal motivator, and 3/29 emphasized an advocacy component.
Of the 5/29 that described the need to better educate patients' family and friends, participant 4 (Group 3) specified that a navigator could reduce isolation by educating family members: ''When I was diagnosed, it was very scary because you didn't understand what it was and people looked at you and didn't see anything wrong with you. Only when I had flares, people saw it, and understood better . . . Maybe an educator for family members too. My family said put that cane away you don't need that. But they don't know.''
The role of the navigator as a motivator, both to empower women to perform daily activities and to improve self-efficacy, was highlighted (4/29). For example, participant 4 (Group 1) described the physical and emotional limitations patients with lupus face, and the ways a navigator could help:
''It would help to have someone help you exercise. It can be difficult. You need help getting out of bed. Your mind isn't on stretching. You need someone who will help motivate you. Someone who will come into your house and help you . . .'' Of the 3/29 that proposed the role of the navigator as an advocate, participant 3 (Group 3) specified the benefits at diagnosis:
Designing an intervention for women with SLE from medically underserved areas to improve care CH Feldman et al. Multiple participants also raised concerns about a patient navigator (8/29) . Five of 29 expressed the need for this person to be well trained in lupusspecific issues and connected to the healthcare community. Participant 4 (Group 2) felt that a navigator could only be useful if he/she had a ''passion'' and a ''mission'' to help patients with lupus. Participant 2 (Group 3) thought she would not benefit from a navigator because she was ''on top of her disease.'' Participant 3 (Group 1) felt a navigator was unnecessary because ''the best advocate is the patient.''
Intervention 2: Peer supporter
The theme of isolation featured prominently in discussions of the peer supporter intervention; 6/29 described an inability to turn to their friends, family and physicians for support or information. Similarly, participant 4 (Group 1) spoke of a period of denial at the time of diagnosis and stated that she ''felt alone, like an island.'' Seven of the 29 women affirmed that a peer supporter would provide emotional support by validating fears, answering questions and sharing experiences. For example, participant 5 (Group 2) stated:
''A few years ago when I was frustrated and all over the place it would have been great to have someone to come with me just to validate my feelings and ask questions I don't even know to ask.'' When asked directly, none of the participants felt that peers should be matched by race, ethnicity, or geographic proximity. Four of 29 supported matching peers by other factors. Specifically, participant 5 (Group 3) and participant 3 (Group 1) suggested matching by age, whereas both participant 4 (Group 3) and participant 5 (Group 1) felt that age at diagnosis was more important. Participant 5 (Group 3) also proposed that peers could be paired by lupus-related symptoms. Nine of the 29 preferred this intervention immediately at the time of diagnosis. However, 2/9 (Group 2) noted that first, the patient should be ''out of denial'' (Participant 2) and ''past an initial period of feeling overwhelmed'' (Participant 7).
Three of 11 (Group 3) also expressed a desire to determine the amount of contact they would have with a supporter. Participant 4 felt it should be ''intensive at first'' and then you would ''control how much you need.'' Participant 3 said that she would get ''annoyed'' if a supporter ''kept calling and nothing changed.'' Similarly, participant 2 proposed that the intervention should have a predefined time period after which a person would ''graduate.''
The potential dual role of a trained individual as a peer supporter and as a patient navigator was described (5/29). In Group 2, participants discussed the amount of training required for this person, and the degree of medical knowledge expected (4/9). Three of these nine felt that the supporter should be highly knowledgeable about lupus. For example, participant 8 stated:
''The person has to be trained. People sometimes can't navigate the internet or the health system. I wouldn't want to talk to just anyone with lupus . . . I think training would help . . . doctors have 20 minutes with you, but someone you can call at a different time that has gone through that and is available to you, and has some medical knowledge that could serve as back up.'' However, participant 5 was concerned that the supporter would try to provide medical advice without the skills to do so: ''Sometimes people want to say 'do that' or 'do this' but you're not a doctor. You wouldn't want to give advice about stuff you don't know.'' Similar to the navigator intervention, 5/29 described peer supporters as motivators. One example of this was participant 9 (Group 3), who suggested that the supporter should not solely be a person to commiserate with, but rather a person to be active with:
''I'd like a peer supporter but don't want to sit and cry with them. I want to do things with them. Go shopping, go the gym with them. I'd prefer to do something, not have someone to just talk about everything because I'll get into a deep state of depression.''
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Three of the nine participants in Group 2 raised concerns about the peer supporter intervention. Participant 2 noted that the supporter's involvement could be limited by her own illness. Participant 3 agreed and, instead, suggested training a friend or family member without lupus because his/her participation would not fluctuate with disease flares. Participant 5 expressed concern about remuneration and noted that volunteer work is not feasible if a person has financial difficulties:
''If you were offered a stipend, that would help. A lot of us can't work . . . but we could earn money and use the knowledge gained with this illness in a positive way . . . Because in your heart you want to, but realistically if you can't take care of your bills at home, it's adding to your stress and making your lupus worse. If there was some kind of stipend, people would stay more dedicated to it and be more consistent.''
Intervention 3: CaNIOS Lupus Health Passport
The theme of access to lupus information permeated the discussion of the health passport (6/29). Thirteen of 29 verbalized support for this intervention and felt that the combination of disease information and a place to keep track of medical advice and health concerns between appointments would be helpful.
Spaces to fill in active symptoms, blood test results and up-to-date medication lists were considered most essential (5/29). Participants 5 (Group 1) also felt that explanations of medical terminology were important:
''I like the information and the explanation of health terms in normal wording. When I get my blood tests back, I don't know what the terms mean. '' In addition, 5/29 expressed their interest in the passport's ability to help link the care received from different providers. Specifically, participant 2 (Group 3) explained:
''If you were visiting different hospitals, it might be useful since doctors ask the same questions and don't share information.''
The major criticism of this intervention was participants' need for assistance filling in the passport's information (6/29) . These participants proposed that a physician, nurse, family member, or either the peer supporter or patient navigator previously discussed, could keep their passport updated. There was also interest in an internet-based version instead of the hard copy (6/29), or a choice between the two (2/29).
Intervention 4: Rheumatologists at community health centers
In Group 1, when participants were polled, 1/9 stated she would go to a community health center for rheumatologic care if available, whereas 8/9 received care at academic hospitals and would not change providers. In Group 2, 1/9 received her care at a community hospital and 8/9 had rheumatologists at academic hospitals. Similarly, in Group 3, 11/11 received care at academic centers. Nearly all participants described longstanding, positive relationships with their rheumatologists and would not switch to a different provider, regardless of location (27/29) .
Three of 29 noted that placing rheumatologists at local health centers might facilitate physician communication and improve coordination of care. Participant 2 (Group 3), however, preferred a hospital setting for this same reason but thought that women with more physical limitations might find it easier to travel to a health center:
''I think it might help people who have trouble getting around and getting to a larger hospital. I prefer a larger hospital. Lupus affects so many parts of the body and rheumatologists don't always have all the answers. They can just call someone who is one floor up, ask a question and make you an appointment. They have a relationship with your doctor and are in communication.'' Of the 3/29 that specified the benefits of receiving care at hospital centers, participant 2 (Group 3) appreciated the availability and convenience of ''advanced testing.'' Participant 6 (Group 2) valued the choice of physicians and was concerned that she would be limited to a single rheumatologist at a community health center. Participant 9 (Group 3) emphasized the benefits of anonymity and her desire to keep her illness private:
''I don't need to run into people at the bus stop and then in the clinic waiting room. I want it to be separate. Everyone doesn't need to know I have lupus.'' During the discussion of this intervention, 3/29 also raised concerns about their primary care Designing an intervention for women with SLE from medically underserved areas to improve care CH Feldman et al.
providers' up-to-date knowledge about lupusrelated tests and treatments. These participants emphasized the need for continuous physician education.
Overall intervention preferences
Following the three separate focus groups, participants were brought together to discuss their preferred interventions. In a poll that allowed participants to vote more than once, 4/29 (14%) favored a patient navigator, 20/29 (69%) voted for a peer supporter, 17/29 (59%) voted for the Lupus Health Passport, and 4/29 (14%) preferred to place rheumatologists at community health centers.
Proposed outcome measures
To measure the success of an intervention, 3/29 proposed improvements in quality of life and ability to perform daily life activities, maintain a healthy diet, and exercise regularly. All Group 1 participants (9/9) when asked directly agreed that better mental health and self-efficacy to take charge of one's own health were also important outcome measures.
Discussion
In this study, we engaged women with lupus, the majority of whom were African American and from medically underserved communities, to discuss barriers to care and strategies for improvement. The need for better lupus education both for patients and their families was a significant theme. Struggles with chronic pain and depression were emphasized as obstacles to quality care. The challenges posed by pain, depression, denial, and insufficient health education have been similarly described among patients suffering from other chronic diseases. [37] [38] [39] [40] [41] [42] Our findings of lack of information and support at the time of diagnosis were also in line with a prior qualitative lupus study. 43 To address these issues, our focus group participants emphasized strategies that included improved educational materials, peer support, and coordination of care through patient navigators. In a cohort study of lupus patients that examined relationships between race, socioeconomic status, clinical and psychosocial factors, disease activity and health status were most closely linked to psychosocial factors. 23 Similarly, prior studies have shown that empowerment through health education and active involvement of members of the community affected by a disease is integral to health improvement. 44, 45 While all of our participants were able to obtain rheumatologic care, our discussions demonstrated that interventions to improve healthcare delivery and psychosocial support are still necessary. While participants expressed a need for a navigator, there were differing views as to this person's exact role, which may also explain the lower overall vote (4/29, (14%)) in support of this intervention. Descriptions of a navigator and a supporter overlapped, suggesting that one trained individual might feasibly serve both roles. The CaNIOS Lupus Health Passport was seen as a way to help coordinate care between physicians and to provide accessible, practical lupus education. Participants felt, however, that the passport was not a standalone intervention and instead proposed combining it with a navigator or peer supporter.
There were limitations to this qualitative study. Despite living in medically underserved areas, 27/29 participants received care at academic medical centers and, in general, felt they had access to lupus care. However, living in underserved, low-income communities did allow these women to describe the specific barriers they had faced and strategies they used to overcome them. Several women had participated in past research studies and focus groups. 46 Members of the leadership of an established lupus support group also participated and may have had a specific interest in the peer supporter intervention.
While over 200 women were invited to participate, only 29 women attended. A degree of selection bias was likely, as women who participate in such events may be healthier, better educated, and have higher self-efficacy than other women with lupus. However, it was apparent that many participants had rather severe lupus, with multiple past hospitalizations and medical complications. In addition, due to financial limitations, our inability to provide language interpreters and childcare may have restricted participation. This was also the first event that connected this group of academicians with community members and it is plausible that skepticism about research in general may have limited participation. Additionally, we note that the findings of these focus groups apply only to adult women with lupus living in these medically underserved areas and may not be generalizable to other groups. Future studies that include men, Designing an intervention for women with SLE from medically underserved areas to improve care CH Feldman et al.
adolescents and rural locations could provide important related insights. In summary, it was clear that our participants felt that a community-based intervention to improve lupus education, decrease isolation and facilitate better healthcare coordination would have a positive impact on their lupus care. Based on these findings, our next step is to train individuals from this community to serve the joint role of a peer supporter and patient navigator. Educational materials, particularly in the form of a lupus passport, will be a central component. Further studies are needed to assess the feasibility, cost-effectiveness, and health impact of this intervention. be asked to join a group discussion. This is the research study part of the project. This will last for about one hour.
What will happen in the discussion groups?
After the talk, you will be asked to join a group of approximately 10 women. These will be small group chats that give you a chance to talk with a few other women about ways to improve your access to health care. A member of our research team will lead each group. You do not have to stay for the small group chat if you prefer not to. You will be asked at each session to provide your name and phone number so that we can contact you in the future for other meetings. This information will not be connected to anything you say during the discussions. The group chats will be tape-recorded but no names will be used so that we can review the ideas you bring up in the group chat. The tapes will be kept in a locked file cabinet and only the three members of the research team will be able to listen to them.
What are the risks of being a part of this project?
The risk of this study is that other women who participate will know that you have lupus and will hear you talk about the problems you have faced. Also, some of the topics discussed may be uncomfortable and may make you feel frustrated or upset temporarily.
What are the possible benefits?
You may or may not benefit from taking part in this study. If you do benefit, it will likely be from the talks with tips about how to live a healthy life with lupus. You might also benefit from hearing what other women say about their experiences with lupus and with getting health care. We also hope that the information you share with us during this study will help us think about ways to improve access to health care for other women living in your community with lupus.
What other treatments or procedures are available for my condition?
You do not have to take part in this project to be treated for lupus. This study does not offer any form of treatment or medications for your illness. There are other ways to get educated about lupus, including from your primary care doctor, from your rheumatologist or from the American College of Rheumatology.
What if I don't want to participate in the research part of the project?
You are welcome to stay for the educational talk and leave before the group discussions. This will not change the medical care you get within Partners and it is entirely up to you if you decide to participate. You can also choose to leave at any time during the event.
Will I be paid to take part in this project?
Women who participate in the small group discussions will receive $30 gift certificates. A light dinner will also be served to all women who attend.
What will I have to pay for if I take part in this project?
The only cost to you will be transportation to and from the event.
If I have questions or concerns about this project, whom can I call?
You can call us with your questions or concerns. Ask questions as often as you want. Dr Karen Costenbader is the person in charge of this study. You can call her at XXX-XXX-XXXX Monday through Friday between 9AM and 5PM. If you want to speak with someone not directly involved in this project, please contact the Partners Human Research Committee Office. You can call them at XXX-XXX-XXXX.
